Aim: To describe the adaption of a psychosocial research approach (Hollway and Jefferson 2000, 2013), and discuss the methodological challenges encountered in terms of enabling adults with intellectual disabilities (ID) to express their views, and be actively involved in producing knowledge about their experiences of care and support, as service users with diagnosed mental health needs.
Introduction
Historically people with intellectual disabilities (ID) (Box 1) had research done to them -"they were subjects of the researcher, the studied, the analysed but never the participant" (Gates and Waight, 2007, p111) . Perhaps this is in part why little attention was paid to understanding the experiences of people with ID in relation to their emotional and mental health (Arthur, 2003; Taylor and Knapp, 2013) .
Notwithstanding, an interest in mental ill-health of people with ID has developed during recent decades, which corresponds with health and social policy of deinstitutionalisation in the UK. Much clinical and research activity has concentrated on the mental health needs of individuals with ID, and how those needs may be addressed (Hatton, 2002; Bouras and Holt, 2010) . This is important, as studies indicate prevalence of mental ill-health among adults with ID is greater than among the wider population (Smiley, 2005; Cooper et al., 2007) . Estimates of prevalence vary between 30 to 50 percent (Joint Commissioning Panel for Mental Health, 2013) . This variation has been related to (1) differences in sample population of studies, (2) variance in research methodologies, and (3) inclusion or exclusion of challenging behaviour (Raghavan, 2004) .
In recent times, efforts have been made to involve people with ID in research and service development (Walmsley, 2004; Chaplin et al., 2010) . However, the viewpoints of people with ID regarding their mental health care have not been subject to investigation until latterly (e.g. Scior and Longo, 2005; Young and Chesson, 2006; Donner et al., 2010) . Such studies have focused on mental health care of people with ID in inpatient, rather than community, settings (O'Brien and Rose, 2010) . Consequently, this paper concerns a project that sought to address this gap in research literature, and illustrate how views of people with ID living in the community, who have had personal experience of mental illhealth, can inform research and ID nursing practice. The paper commences by outlining the use of narrative methods, as narratives are central to the psychosocial approach employed in this project.
Subsequent sections outline further aspects of the project, and discuss the 'free association narrative interview' method (Hollway and Jefferson, 2000, 2013) . This psychosocial approach was used to enable active participation of adults with ID in producing knowledge concerning their experiences of care and support related to mental ill-health.
Narrative methods
Narrative methods offer a means of obtaining access to the views and experiences of disadvantaged people who may be without power to campaign for their voices to be represented through conventional processes of academic debate (Booth and Booth, 1996) . The use of narrative methods has grown within ID research (Box 2).
The research project
The research proposal for this project was subjected to ethical review by the Research Ethics Committee of a Local Health Authority, and full approval was obtained (Department of Health, 2005) .
Informed consent
A significant ethical aspect involved obtaining informed consent from people with ID to participate.
Published guidance regarding this issue stresses no assumption should be made that people with ID are unable to make decisions (Department of Health, 2001) . The act of giving consent needs to be voluntary, so it was crucial that participants were provided with sufficient information enabling them to make an informed decision (Dye et al., 2004; Porter and Lacey, 2005; Brown et al., 2015) . Written information was conveyed in user-friendly language, with sentences that were as concise as possible.
Moreover, written and verbal information given to participants, and key care staff, highlighted that participants could withdraw at any point before completion of the project.
Recruitment
Seven service users with ID (six men and one woman, aged between 24 to 72 years), who each had a history of diagnosed mental ill-health, agreed to participate in the research (Table 1) . Six participants lived in staffed community-based homes, and one participant lived in their family home. Participants were selected through cooperation with two local service providers for adults with ID, by applying a purposive sampling approach with their service users. These service providers covered different geographical catchment areas in South East England, UK. Purposive sampling enables researchers to select individuals because they exemplify characteristics in which the researcher is interested (Silverman, 2005) . Selection criteria were: 1) Individuals aged over 18 years and diagnosed as having ID, defined as a significant deficit in cognitive and adaptive function that originates during the developmental period (American Psychiatric Association, 2013).
2) Personal experience of being diagnosed and treated for mental ill-health.
3) Verbal skills sufficient to communicate with others in everyday life.
Data production for the project
The main sources of data were two audio-taped interviews with each participant. Additional data were obtained from field notes, which included information from care staff, and records maintained by service providers (Figure 1 ).
Free association narrative interviews
The free association narrative interview method was employed, as it was envisaged to provide a novel process for empowering participants to become involved in producing data, and simultaneously yield insights into issues concerning their care and support. This psychosocial approach to biographical interviewing was developed by Hollway and Jefferson (2000, 2013) , and offers a conceptual and methodological framework enabling researchers to traverse the gap between an individual and their social world. It is an approach evolved from their modification of the biographical-interpretative method, and free association through narrative interviews.
The biographical-interpretative method constitutes part of the narrative tradition, which has mainly progressed in biographical and life history research (Chamberlayne et al., 2000) but has not, as yet, been widely used in ID research. The concept of free association refers to ideas or thoughts occurring to an individual spontaneously, without them making attempts to concentrate while this takes place (Rycroft, 1995) . Within the sphere of psychoanalytic practice, free association is a principal technique employed to generate lines of thought facilitating access to what is important for the individual being analysed (Rycroft, 1995; Colman, 2009 ).
Initial meeting
The first author (PS) arranged to meet potential participants and their key carers prior to the research interviews. These initial meetings provided valuable opportunities to become acquainted with them, as well as gaining background information. Key carers for individual participants were present during the two research interviews. This arrangement had been approved by both service providers, and the Research Ethics Committee, in order to have support available if a participant became distressed.
First research interview
The free association narrative interview "can be summarised in terms of four principles, each designed to facilitate the production of the interviewee's meaning frame" (Hollway and Jefferson, 2000, p34) .
The initial principle is employing open-ended questions, which is congruent with promoting participation of individuals with ID in producing data. The additional principles are: eliciting stories, avoiding 'why' questions, and using informants' ordering and phrasing.
Open-ended questions
Evidence regarding practices enabling participation of people with ID in research supports the use of open-ended questions, although this is determined by the communication skills of individuals (Porter and Lacey, 2005) . Open-ended questions produce more accurate data because they potentially evade both the tendency for people with ID to acquiesce; or 'recency' effects, the likelihood of recalling words most recently used (Stenfert Kroese et al., 1998) . Unstructured methods, nevertheless, demand a lot of skill to avoid encountering a wall of silence (Richardson, 2002) . The research interviews were loosely structured and, whilst there were various topic areas which the interviewer intended to investigate, participants were given opportunities and the time to relate personal stories in their own manner.
Throughout the first interview, the major focus was on asking questions associated with particular topic areas ( Table 2 ). The phrasing of questions was not fixed, and wording was altered, dependent on the requirements of participants (Flynn, 1986) . At the commencement of interviews, questions generally started with wording such as: 'What has been your experience of…?' 'Can you tell me about…?' The interviewer's approach was to speak as they usually would with other adults, or work colleagues, but modify their style if difficulties emerged; for example, by employing simpler language to facilitate understanding, or supplying tangible reference points (e.g. pursuits of individuals, birthdays, holidays, seasons of the year, Christmas) to assist recollection of when something had transpired (Booth and Booth, 1994 , 1996 : Royal College of Nursing, 2010 .
Eliciting Stories
The second principle of the free association narrative interview is eliciting stories (Hollway and Jefferson, 2000) . The activity of eliciting stories has the benefit "of indexicality, of anchoring people's accounts to events that have actually happened ' (Hollway and Jefferson, 2000, p35) . Therefore such accounts have to involve reality, even while undermining it in the preservation of self-protection (Hollway and Jefferson, 2013) . At points throughout the interviews with four older participants, photographs from their life history books, or photograph albums, were employed to stimulate dialogue and evoke stories.
Whilst viewing photographs, participants were encouraged to tell the interviewer recollections about people, places or events shown in a photograph. For example, photographs regarding the long-stay hospitals where some participants formerly lived for decades, prompted narratives associated with their admission to, and subsequent lives within, these settings. Their stories provided insights into everyday patterns of proceedings within the hidden world of long-stay institutions. Narratives of older participants revealed a period in history when the lives of individuals with ID were frequently characterized by loss (e.g. of family life, their home and neighbourhood), and by segregation from society.
Avoiding 'why' questions
The third principle is avoiding 'why' questions (Hollway and Jefferson, 2000) . This may appear counter-intuitive as people's explanations of their actions assist in understanding them. A primary area of inquiry during the first interviews concerned obtaining participants' views about when their mental ill-health had initially been identified. The conception of the life cycle was commonly employed as a frame of reference (Grant et al., 2010) . This proved useful for linking participants' memories of specific events with the period of their lives in which they happened. Overall, information elicited regarding circumstances associated with recognition of their mental ill-health, reflected various painful experiences and life events in their biographies (e.g. death of close relatives, major transitions in service provision).
Using informants' ordering and phrasing
The fourth principle is using informants' ordering and phrasing (Hollway and Jefferson, 2000) . This involved listening carefully to participants during the initial narration of their stories and recollections, so that the interviewer could follow up themes in the order which they were recounted. In follow-up questions, participants' own words and phrases were employed to ensure their meaning frames were observed and maintained (Hollway and Jefferson, 2000, 2013; Clarke, 2002) . The objective was to encourage participants to speak, and disclose more about their lives, without any interpretations or judgements being presented by the interviewer.
Second research interview
The second interview occurred two to three weeks following the first. During the period between interviews, the first author (PS) listened to the tape of the first interview and attempted to obtain a 'reading' of the participant that was responsive to all the details supplied, and did not remove inconsistencies in their accounts. Using notes taken throughout this process, a succession of specific narrative questions were formulated for the second interview. These were generally derived from issues which seemed to indicate tension or contradictions in an account. Experience during the project has shown the usefulness and significance of a second interview. Rapport between the interviewer and individual participants was frequently established more quickly in this interview, providing opportunities to follow up information from the first interview, and investigate "emergent hunches and provisional hypotheses" (Hollway and Jefferson, 2000, p43) .
Data Analysis
The principle of Gestalt "that the whole is greater than the sum of the parts" underpins Hollway and
Jefferson's (2013, p64) approach to their analysis and understanding of the 'whole' text. Emphasis is placed on the importance of considering all data produced (i.e. holistic analysis) when interpreting a part of it. Each of the interviews, generally lasting one hour, were audio-recorded, and tapes were subsequently transcribed verbatim by the interviewer (PS), after completion of the second interview (Figure 2) . Data analysis had different layers including:-
Analysis of interaction between the researcher and participants
The theoretical approach of Hollway and Jefferson (2013) acknowledges anxiety generated through intersubjective processes in the interview setting; both researcher and interviewee are involved in construction of data. Hence attention to the use of unconscious defences, and researcher reflexivity, played a critical part in identifying feelings and unconscious mechanisms that may have influenced different patterns of response during the interviews. Participants were drawn from a vulnerable social group, and the interviews sometimes evoked material which was uncomfortable. For example, 'Ted' who had been institutionalised for decades in his earlier life, communicated the intensity of his feelings about living in the community when he stated: "The outside world is too much for people like me. It's too much pressure…too much. We ask a question…they just ignore you…just walk by…without saying a word".
Analysis of substantive content of the interviews
Information obtained from participants' responses to questions framed by topic areas listed in Table   2 was analysed. This facilitated identification of individual and common experiences of participants regarding these issues. Transcripts also showed that key carers, present during the interviews, had said very little, and generally acted as quiet observers. Their presence had not inhibited eliciting negative or painful material from individual participants.
Summarising data relating to individual research participants
It is recognized that individuals cannot be totally known, especially as a consequence of what can be acquired in two research interviews. In terms of this study, however, the 'whole' was all the information accumulated about individual participants who provided case studies for the project.
Besides transcripts from interviews, the first author (PS), who conducted the interviews, had memories of these; as well as notes taken after the interviews and initial meetings. Moreover, additional background material had been gained through consultations with key care staff, and examining case records of participants. Two structured methods for summarising data about individual participants were employed: 1) completing a two-page 'pro-forma', and 2) composing a 'pen portrait' (i.e. profile).
Pro-forma
The pro-forma included a range of categories from customary biographical information to commentaries on themes and thoughts that arose from the whole reading (Box 3). While examining data, notes were written and important excerpts from it highlighted. Details gained through this procedure were employed to complete the pro-forma. The notes and pro-forma differed in that the notes were a way of collecting descriptive detail, whereas the pro-forma was utilized as a commencement "to convey some kind of whole" (Hollway and Jefferson, 2000, p70) .
Pen portrait
Pen portraits aimed to compose something that would enable a reader to perceive individual participants as real people (Box 4). They were mostly descriptive but provided adequate information for later interpretations to be gauged against. To some extent, a pen portrait functions as a replacement 'whole' for a reader who will not possess access to raw data (Hollway and Jefferson, 2000) .
Research interpretation
Consistency is a prerequisite for evaluating the validity of data obtained directly from research participants with ID (Perry, 2004) . Structured summaries were pivotal in aiding: holistic analysis of material related to individual participants, comparative analysis of data concerning all participants, and the process of interpretation.
In summary, data production is based on the concept of free association, and data analysis depends on interpretation (see Box 5).
Discussion
Despite the methodological challenges, this project has demonstrated a considerable advantage of the free association narrative interview method was the opportunities it offered participants to recount their personal stories. Using this approach enabled the interviewer to evoke the kind of narrative that is not constructed in relation to conscious logic, but rather corresponds to unconscious logic. Hence associations follow pathways influenced by emotional motives, as opposed to rational intentions (Hollway and Jefferson, 2000) . The use of free association and open-ended questioning limit the extent to which the researcher can direct interviewees, and affect their responses to fit into a predetermined agenda. Therefore it is feasible to obtain access to an individual's concerns which are unlikely to surface using more traditional question-and-answer structured interviews.
Conclusion and implications for practice
The high prevalence estimates of mental ill-health in people with ID presents significant challenges to ID nurses and social care practitioners. Findings from this project highlight the importance of ensuring emotional needs of people with ID are recognized, and that ID nurses, as well as other practitioners involved in direct care and support of adults with ID, receive adequate training in mental health issues.
Additionally, person-centred planning was noted to provide a critical means of empowering individual participants to achieve improved life experiences, such as community involvement and personal choice. Furthermore this research approach involved undertaking two interviews with each participant, holistic analysis of the material concerning individual participants, and comparative analysis of data regarding all the participants (Hollway and Jefferson, 2013; Clarke and Hoggett, 2009 ), thus providing a system for consistency checks, and enhancing the validity of these data. This paper has demonstrated the psychosocial approach developed by Hollway and Jefferson (2000, 2013) is in keeping with disability research, as it offers a way of achieving a more equal relationship between researcher and participants in the production of knowledge.
Box 1 Definition of Intellectual Disabilities
Intellectual Disabilities is an international term used to refer to individuals who have significantly below average intellectual functioning that co-exists with significant deficits in a number of other areas for example in, speech, self-help, and social skills, and that occurred generally before the age of 18. (World Health Organisation, 2010; American Psychiatric Association, 2013) 
